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About the Community of Practice 

ÅNational Initiative Funded by Administration 
on Intellectual and Developmental 
Disabilities  

Å Lead Organizations:  

ÂNASDDDS  

ÂUMKC- IHD  

ÂHSRI  

ÂNational Association of Councils on DD  

ÅMissouri serves as a demonstration  

Å 5 additional states will participate in CoP  



Purpose of Community of Practice 

ÅDevelop National Framework for Supporting 
Families Across the Lifespan based on 
National Agenda on Supports to Family  

Å Provide technical assistance to 5 states and 
Missouri to:  

Â Identify existing policy and practices that 
support the national framework  

Â Learn from one another  

ÂDevelop and/or implement policy and practices 
within the six states that support families    
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Other Forces Impact Services 
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National Agenda: 

Supporting Real Lives  
 



My Experience 

Å Sibling of 30 year 
old brother with 
developmental 
disability  

Å Supporting Self -
Advocacy Movement  

Å Focusing on policy 
and practices that 
support families  

 

 

 



Charting a New Reality 
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Slightly 
Charted  

Tried but not 
norm  

Uncharted  
New or 

unfamiliar  

Unknown  
Not yet 
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ÅRemoves value judgments and blame  

ÅNot a continuum, but current or historical options  
ÅDoes not imply it is or isn t available  

ÅAllows for comparison of where you are and where to go  
 



Why Uncharted Waters? 

Å Journey: Recognizing 
life is not static  

Å Exploring: identifying 
new options and 
possibilities  

ÅNavigating together: 
Sharing responsibility  

ÅOur overall compass 
is quality of life  
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Individual with Disability:  
achievement of self -
determination, interdependence, 
productivity, integration  
and inclusion in all facets  
of community life  

   Birth -- Early Child -- School -- Transition -------------- Adulthood ----------------- Aging  

New Vision for Family Support 

*Families:  
will be supported in ways 
that maximizes their 
capacity, strengths and 
unique abilities  
so they can  
best support, nurture, 
love and facilitateéé 

*National Definition for Supporting Families  (2011 Wingspread)    



Joining Forces for a New Vision  

1950s Parent -- Family  

   2007ôs Siblings 

 

2000s Community  

1960s State Service Systems  

              1980s Medicaid Waiver  

1970s Self -Advocacy  

Community  
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Social Service Response to Family 

Era  Understanding of Family  Disability Services  

1800s -  Moral  blame assigned to 
parents  

Removal  from Society  

1900s  Child damaged families  Removal from Family  

1950s   Burden  of Caregiving  Specialized Therapeutic  
Congregate Services  

1980s  Families seen as system  
Positive Coping   

Community Group 
Residential Supports  

1990s  Families support  children to 
remain in their home for as 
long as possible  
 

Family  Support programs for 
children living at home  



Social Service Response to Family 

Era  Understanding of 
Family  

Disability Services  

2010s  Families adapt, 
accommodate and are 
resilient  
 
Recognize that there 
are additional 
emotional, physical 
and financial realities  

-Family is a main  constant  in the 
lives of persons with disability  
 
-Families play significant role 
across the lifespan regardless  of 
service provision  
 
-Families  may need supports for 
the different roles they play in the 
lives of their family member  



New Supports for Families  

Charted  New  Charter  

Defined  by eligibility, 
services or programs 
available, or funding  

Not a program or based on 
eligibility,  it is needs d efined by  
the families across the lifespan 
regardless  of service provision  

Caregiver  or parent  Family is defined functionally; 
inclusive  of siblings, parents with 
disabilities, grandparents  

Tension  between self -
advocacy and family support  

Enhances  opportunities for self -
advocacy and self -determination  

Crisis, immediate response  Preventative, long - term  planning  

Supporting caregiver in order 
to decrease demand on long -
term services  

Creates a quality of life for person 
with DD and their  family by 
supporting their many roles  



What Do We Know About Family? 

Caring About 

Affection  & Self -Esteem  

Repository of  knowledge  

Lifetime commitment  

Caring For 

Provider of day - to -day care  

Material/Financial  

Facilitator of inclusion, 
recreation,  spirituality &  

meaningful activities  

Advocate for support  

Bigby & Fyffe (2012), Dally (1988), Turnbull et all (2011)  



Where Do People with DD Live? 

* Lakin , C., Larson, S., Salmi , P. & Webster, A. (2010). Residential Services for Persons with 
Developmental Disabilities: Status and Trends Through 2009.  Institute on Community 
Integration, Minneapolis, MN.   

 

 

 

 

Total Persons with DD 4.7 Million 100% 

Total Persons with DD Living 
in Homes in Community 

4.17 Million 87% 

Total Persons with DD Living 
in Residential  

528,000 13% 



Who Provides Supports? 

* Lakin , C., Larson, S., Salmi , P. & Webster, A. (2010). Residential Services for Persons with 
Developmental Disabilities: Status and Trends Through 2009.  Institute on Community 
Integration, Minneapolis, MN.   

 

 

 

 

Person with DD 

Est. Number of Persons with DD 4.7 Million 

Receiving Formal DD Services  1.2 Million (25%) 

Supported by Family and other informal 

supports 

3.5 Million (75%) 



Vision for an Uncharted Life 

Connections  

Day - to - Day  

Healthy & Happy  

Friends & Family  

Meaningful Activity  

Discovery  
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  Birth ----- Early Child ---- School ---- Transition --- Adulthood ------- Aging  

LifeCourse Perspective  
Community  
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Person with 
Disability  
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Uncharted 
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Charted  

ÅTrajectory  
ÅTransition  
ÅLife Events  
 



       New Charter for Supports 

 
DISCOVERY AND 

NAVIGATION  
Information  and 

Training Supports  
 

 
PEER SUPPORT 

NETWORKS  
Emotional Supports  

 
DAY - TO - DAY  

NEEDS  
Supports for Role of 
Daily Care/Support  

 



 

Supporting Individuals and Families  
Across the Lifecourse  
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Emotional 
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Instrumental  
Supports:  

Day - to -Day Needs  

 

Å Information on  disability  
Å Knowledge about best 

practices and values  
Å Skills to navigate and 

access services  
Å Ability to advocate  for 

services and policy change  
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Across the Lifecourse  
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Instrumental  
Supports:  

Day - to -Day Needs  
 

Å Parent - to -Parent  Support  
Å Self -Advocacy Organizations  
Å Family Organizations  
Å Sib -shops  
Å Support Groups  
Å Professional Counseling  
Å Non -disability  community 

support  



 

Supporting  Individuals and Families  
Across the LifeCourse  
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Instrumental  Supports:  

Day - to -Day Needs  

 

 
Å Self/Family -Directed  services  
Å Transportation  
Å Respite/Childcare  
Å Adaptive  equipment  
Å Home modifications  
Å Financial assistance  
Å Cash Subsidies  
Å Short/Long term planning  
Å Caregiver Supports and 

training  
 



 

 


